###### Key questions

What is already known?
======================

-   There are few studies examining community knowledge of and care seeking for non-communicable diseases (NCDs) in Africa; those that exist have documented a range of strategies, including biomedical and spiritual, active and passive, as well as inaction.

What are the new findings?
==========================

-   Via the case of Sierra Leone, we examine community knowledge of NCD causes in Sierra Leone, which is adequate in rural and urban settings for common conditions.

-   However, causal narratives and care seeking are complex and influenced by supply-side factors (such as proximity to providers, cost and previous experiences of care), but also disease-specific factors (such as acute presentation) and sociocultural factors (such as personal and community beliefs about the appropriateness of different strategies).

-   Care-seeking strategies include a combination of traditional and biomedical, formal and informal providers.

What do the new findings imply?
===============================

-   Preventive strategies and better support for management of NCDs are urgent in these fragile settings and need to be informed by deeper understanding of community perceptions and links with existing community actors in order to effectively address this growing epidemic.

Introduction {#s1}
============

Non-communicable diseases (NCDs) are currently the leading cause of mortality globally[@R1] and across the African region, where they are expected to increase by 25% by 2030.[@R3] Africa's chronic disease burden is attributed to many factors, including increased life expectancy and lifestyle changes, such as increasingly sedentary lifestyles and diets high in saturated fat, salt and sugar. These, in turn, are linked to wider structural factors such as industrialisation, urbanisation and increasing food market globalisation.[@R4]

Sierra Leone is a West African country with a population of over seven million,[@R5] where 60% of the population lives below the poverty line. The gross domestic product per capita is \$1651, and it is ranked number 14 in the top 25 poorest countries globally.[@R6] The country, with its capital in Freetown, is made up of 5 administrative regions and 16 districts.[@R7] It has one of the lowest life expectancies (52 years for men and 54 years for women) in the world.[@R8] The health system in Sierra Leone is also one of the most fragile in the world, meaning that it has capacity gaps in relation to its ability and willingness to provide essential services for its population.[@R9] This is partly due to the civil war between 1991 and 2002 that left thousands of people dead, much of the country\'s infrastructure (including health facilities) destroyed and millions of people displaced as refugees in neighbouring countries.[@R10] The health system in Sierra Leone was further burdened by the Ebola virus disease outbreak in 2014, which further exposed the weakness in the existing health system and pointed to the need for holistic reconstruction. While the country is facing a high communicable disease burden, NCDs present an increasing burden for this already fragile health system,[@R11] which has unfortunately received inadequate attention historically.

The WHO estimates the percentage of deaths attributable to NCDs in Sierra Leone to have increased from 18% in 2008 to 26% in 2012, with cardiovascular diseases, diabetes and cancer accounting for 9% and 2%, respectively.[@R12] All other NCDs are reported to account for 12%. The prevalence of known risk factors is also increasing.[@R13] The WHO 2009 STEPwise approach to surveillance (STEPS) in Sierra Leone established high prevalence of NCD risk factors among the adult population aged 25--64 years: 34% used tobacco; 17% used alcohol; around 90% consumed fewer than five servings of fruit/vegetables on average daily; 16% and 75% engaged in low and moderate levels of physical activity, respectively; and 31% lived sedentary lifestyles.[@R14] The survey also showed that of the 4997 adults included in the STEPS survey, about 35% of both men and women had high blood pressure (BP) or were currently on medication for high BP, with over 90% of participants having a high BP but not on medication, highlighting a highly unmet need. In 2016, a study also reported that the prevalence of obese and overweight individuals was 8.7% and 27.7%, respectively, among adults.[@R12] The staple food is rice served with meat, fish and vegetables, mainly cooked with palm oil.

A literature scoping review,[@R11] WHO country reports[@R15] and analysis of Sierra Leone's readiness to tackle the rising NCD burden[@R16] suggest that several health system-related challenges exist. First, the management of NCDs is not supported via dedicated funding mechanisms. This means that care for the general population suffering from chronic conditions is not free, though patients may sometimes benefit from receiving medicines and care donated by other organisations. Second, no NCD-specific national guidelines exist. While WHO initiatives, such as Package of Essential Noncommunicable Disease Interventions, have been trialled and integrated within the care offered in the country, this has not been done cohesively and gaps still exist, for example, in relation to cardiovascular disease prevention and management. Third, critical gaps within the healthcare system undermine coverage and quality of provision. For example, community health officers deliver health talks in relation to NCDs. However, lack of diagnostic equipment impairs their ability to diagnose, monitor and further refer such conditions. Historically, staff training has been undertaken by external organisations, with trainings frequently not quality assured and inconsistently offered.

In addition to system challenges, community challenges also abound. Research suggests that lay knowledge of the risk factors of diabetes and hypertension is poor.[@R17] Affordability and access to health services---particularly in rural areas where health services sometimes lie beyond the reach of the people---are documented barriers to formal health service use and, coupled with culture and local values, are noted to result in high informal care use. A strong informal network of health providers, dominated by traditional healers, already exists within the country,[@R18] and available evidence suggests that approximately 30% of persons have visited a traditional healer in Sierra Leone at least once.[@R19] This is in line with wider evidence, which suggests that over 50% of persons in sub-Saharan Africa have sought care from traditional, complementary and complementary medicine providers.[@R21]

Communities play a key role in shaping not only health-seeking behaviours[@R22] but also the lifestyle decisions that drive chronic illness onset and continuation, and people's interpretations of the responses to pain and suffering. Culture and values play significant roles in decision making: cultural values influence patient preferences, and the status and reputation of providers in communities and trust in informal providers are all factors that influence whom people approach for medical care.[@R24] Community-level norms and practices shape whether or not people will make best use of medical services when these are available, in terms of appropriate access and optimal adherence to medical advice.[@R25] In addition, community networks mediate the diffusion of health-related knowledge from health professionals to vulnerable individuals.[@R26] However, there is a dearth of evidence on this in the context of Sierra Leone.

We use a method called participatory systems dynamics to understand how chronic conditions are perceived and experienced and how they drive health-seeking practices, and to explore how they fit in a previously described framework (see [box 1](#B1){ref-type="boxed-text"}).

###### Illness practices described in de-Graft Aikins 2005\*

Biomedical management is marked as follows:
-------------------------------------------

-   Explanations on causes of diseases and solutions are predominantly biomedical.

-   Doctors are recognised as diagnostic and pharmacological experts offering superior knowledge and practices over ethnomedical and faith healing systems, which are viewed as inept.

Spiritual action is marked as follows:
--------------------------------------

-   Explanations of causes of disease predominantly refer to spiritual issues (eg, witchcraft and sorcery) and demand intervention from religious specialists.

-   Persons may distinguish between legitimate (formal religious) versus illegitimate (traditional healing and traditional religious) practices as part of health seeking.

Cure seeking refers to how people practise the above-mentioned two practices:
-----------------------------------------------------------------------------

-   Active cure seeking refers to the continued need of persons to pursue a cure for their chronic condition, for example, by continuously seeing a multitude of biomedical and spiritual practitioners in the hope that a cure would materialise.

-   Passive cure seeking, in contrast, refers to the intermittent consultation of biomedical and spiritual providers when chronic conditions exacerbate for short periods of time. This practice is enacted in the name of cure seeking time and time again in order to find psychological alleviation.

Medical inaction refers to
--------------------------

-   'Passive withdrawal from drug and dietary management' (p4) by those experiencing chronic suffering, exacerbating conditions, limited family support and limited financial ability to seek care.

-   May still involve spiritual action but directed towards seeking 'death as an end to chronic suffering and a miracle' (p5).

\*Summary developed by authors.

Methods {#s2}
=======

Study design {#s2-1}
------------

Given the increased recognition that health and community systems operate as complex adaptive systems,[@R27] we conducted participatory group model building sessions with both health system actors (national policy makers and district health representatives and urban and rural healthcare providers) and communities (urban and rural community leaders and members). We focus here only on community-related work and present all work pertaining to health system elements elsewhere[@R16]). Development of research questions and design of the study were informed by findings from a scoping review that was done earlier to gain an understanding of the priority areas of research for NCDs.

Study site selection {#s2-2}
--------------------

The study sites chosen were contrasting settings: urban (Freetown, which is the capital city of Sierra Leone and is in the Western Area district) and rural (Makeni, the provincial head quarter town of Bombali District in northern Sierra Leone and its surrounding villages). A sociocultural line divides the urban and rural areas of Sierra Leone. Urban areas are mostly influenced by Western culture and rural areas by traditional practices. Poverty levels are higher in rural areas than in urban areas. People living in urban areas have better access to public services, including health, education and employment.

Participant sampling and recruitment {#s2-3}
------------------------------------

Participants were sampled purposively, selecting specific experiences and/or roles and functions performed within the local community. For example, we targeted community leadership---religious leaders, teachers and local politicians within communities---as they are likely to shape public opinion generally and specifically in relation to NCDs. For community members, we focused on persons who were either healthy but interested in the topic of study, were at risk of developing NCD or were acting as caretakers of persons with such illnesses. Convenience and snow-ball sampling techniques were employed to ensure the recruitment of relevant participants. During each field visit, recruitment took place 1--2 days prior to the research team's visit to a specific location. Research team members contacted local healthcare staff and local leaders and, based on their recommendations and mobilisation, further contacted local community members (either via phone or word of mouth) and invited them to the relevant group model building session. A breakdown of the number of study participants (116 in total: 69 urban and 47 rural) is given in [table 1](#T1){ref-type="table"}.

###### 

Group model building session characteristics

  -------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Setting type                                           Number and type of group model building session   Workshop format                                                                                                                                                                       Participants involved                                                                                                                                                                                        Topics discussed
  ------------------------------------------------------ ------------------------------------------------- ------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- ------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------ -------------------------------------------------------------------------------------------------------------------------------
  Urban                                                  One session for local leaders                     One group only (no gender split)                                                                                                                                                      21 local leaders (tribal chiefs, local politicians, counsel men/women, traditional healers, religious leaders, teachers and association representatives (youths)), of which 12 were male and 9 were female   Knowledge and perceptions of NCD conditions and their causes; health-seeking\
                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                              patterns for NCD-related conditions, including exploration of what 'care' consists of at different points; factors affecting\
                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                              health-seeking patterns, including their relative priority to participants

  One session for local community, informal settlement   Groups split by gender                            26 community members interested in NCD service delivery, caregivers of family members with conditions or at risk of developing conditions, of which 13 were male and 13 were female                                                                                                                                                                                                                

  One session for local community                        One group only (no gender split)                  22 community members interested in NCD service delivery, caregivers of family members with conditions or at risk of developing conditions, of which 13 were male and 9 were female                                                                                                                                                                                                                 

  Rural                                                  One session for local leaders                     Groups split by gender                                                                                                                                                                24 local leaders (tribal chiefs, local politicians, counsel men/women, traditional healers, religious leaders, teachers and association representatives (youths)), of which 16 were male and 8 were female   

  One session for local community                        Groups split by gender                            23 community members interested in NCD service delivery, caregivers of family members with conditions or at risk of developing conditions, of which 10 were male and 13 were female                                                                                                                                                                                                                
  -------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

NCD, non-communicable disease.

Group model building sessions {#s2-4}
-----------------------------

[Table 1](#T1){ref-type="table"} summarises the number of sessions conducted, the number of participants involved and the topics under discussion across sessions. Each group model building session was hosted in a location convenient to participants. The research team aimed to host sessions in locations separate from local healthcare facilities to minimise any potential bias for participants. While this was not always possible, in those community sessions conducted at health facilities, the research team carefully moderated the role of healthcare providers on the premises: staff were told not to take part and were encouraged to proceed with normal duties elsewhere. As we had anticipated that gender-related differences in care seeking were likely, we aimed to split participants within each session by gender (see [table 1](#T1){ref-type="table"}); this was not possible in cases where under three participants of one gender were attending.

The research team started each group model building session by explaining the purpose of the project, informing participants that their presence and participation was voluntary and securing oral consent. The sessions lasted 4.5 hours on average; possible groups were split by gender; and activities were tailored to the specific topics to be discussed and group of participants involved. Each activity had a specific 'script' outlining the task and objectives at hand; appendix 1 is a protocol of the activities conducted and illustrates the types of group model building scripts used. Scripts were elaborated and refined by the research group and the majority draw on publicly available scripts (Scriptopaedia) and research protocols on the study of social connections. For the purposes of the study, new scripts relating specifically to the identification of 'points of fragility' were elaborated. For each group model building session, field notes summarising discussions and highlighting interesting findings and emerging hypotheses on health-seeking dynamics were kept by a group of observers. Where possible, observers captured participant quotes as well.

Group model building sessions resulted in a number of 'rich pictures' representing depictions elaborated by study participants relating to their perceptions of NCD causes, manifestations and health-seeking actions. Participants were further asked to reflect on the rich pictures and to identify key variables which contribute to NCD onset and shape health seeking; ultimately, participants used and linked these variables within incipient causal loop models.

Analysis {#s2-5}
--------

The causal loop models resulting from the various group model building workshops were iteratively refined by the research team: on consultation of field notes, variables were reworded for clarity, and pathways discussed by participants were further elaborated. In addition, models from different sites were compared to identify differences in community dynamics due to setting-specific characteristics; that is, we considered whether participants of different genders, ages or roles within the community described different variables or pathways. Where no such differences existed, models were combined; where differences were present but model consolidation was possible, differences were indicated by colour-coding variables or pathways on diagrams and adding explanatory notes. Third, researchers discussed the loops driving community health-seeking behaviours, and once descriptive findings were firmed up, we proceeded to compare these to the theoretical framework of de-Graft Aikins.[@R29]

Patient and public involvement {#s2-6}
------------------------------

Patients were not involved in this study but rather the public. We consulted local leaders prior to data collection within their different communities. Participants were not directly involved in the development of research questions, design of the study and recruitment to and conduct of the study.

We engaged relevant NCD stakeholders, community representatives and civil society activists to share and discuss the findings of the scoping review. Afterwards, we designed this study, which elicited stakeholder's, community representatives' and civil society activists' perceptions.

Results {#s3}
=======

We conducted three urban group model building sessions involving 69 participants (21 local leaders, 26 informal settlement-dwelling community members and 22 local community dwellers) and two rural sessions involving 47 participants (24 local leaders and 23 rural community members). Where possible, workshops split participants according to gender in order to elaborate gender-specific accounts of health seeking (see [table 1](#T1){ref-type="table"}).

We structure our presentation of findings along the broad illness practices and health-seeking behaviours identified by de-Graft Aikins in Ghana (see [box 1](#B1){ref-type="boxed-text"}) and in a further section offer reflections on divergent and convergent findings.

Biomedical management {#s3-1}
---------------------

In both rural and urban communities, chronic conditions were largely recognised and framed as a biomedical problem. Participants were generally able to recognise what a chronic disease was and gave examples of hypertension and diabetes, as well as cancers, most frequently. However, more diseases were recognised and named in urban settings (eg, urban community leaders and members noted diabetes, hypertension, cancer, asthma and epilepsy), while rural counterparts mainly recognised diabetes and hypertension. Two themes stood out in relation to communities' perceptions of diseases and their attribution to either biomedical or other causes.

### Communities associate chronic conditions primarily with severe events or complications {#s3-1-1}

When asked to draw what they perceive as chronic conditions, most of the drawings were of disease complications or severe events (see [figure 1](#F1){ref-type="fig"}); de-Graft Aikins notes these as episodes where chronic conditions get worse. For example, participants drew people who had experienced a stroke or were affected by leg ulcers. Nevertheless, knowledge on primary symptoms (eg, obesity, frequent urination, headaches, fatigue and weight loss) was also present but emphasised less than more severe symptoms.

![Rich picture of participants' knowledge and perceptions of non-communicable disease conditions (in red), their causes (in blue and black) and the places they go to seek help (in green).](bmjgh-2019-002024f01){#F1}

Commonly, diabetes was referred to as 'too much sugar and carbohydrate'; only one participant understood it to be a dysfunction of the pancreas. Hypertension, on the other hand, was mostly understood to be caused by 'too much salt in the diet, too much thinking about family problems or worrying about being able to provide daily meals, which can make you crazy and thus stressed out'.

### Biomedical risks are recognised alongside wider social determinants {#s3-1-2}

Participants associated the development of chronic diseases, especially of diabetes and hypertension, with unhealthy diets. Participants noted the consumption of too much oil, sugar, salt, alcohol and starchy foods as potential risk factors and linked these to obesity, fatigue and illness; similarly, participants recognised and spoke of the negative role tobacco played in their community and on their health. Rural community members also noted that disease sometimes just manifests randomly, though some noted that it may be hereditary, thus hinting at genetic predisposition. Urban community members additionally spoke of lack of exercise---'sitting too long'---as a risky behaviour which may increase the likelihood of disease onset.

Stress was also mentioned to cause hypertension and was described as a result of either poverty and not having enough money to look after the family or having to deal with too many wives and children, leading to anger and frustration. Cancer was perceived to be caused by tobacco and alcohol use.

Social issues like poverty and urbanisation (including, eg, greater imports of processed foods into the country and general diet changes due to product availability), westernisation of foods (eg, the availability of processed or fried fatty foods) and changes in occupation (moving away from manual and physical labour towards office-based jobs) were widely linked with the onset of biomedical risk factors. For example, across both urban and rural groups, community leaders reflected that persons experience high levels of stress due to financial insecurity and the need to provide for large families.

> ...people \[are\] used to eating natural foods; these days I don't know what am eating! I am just eating!
>
> ...some old people (70--80 year-old) are strong because they eat natural food.

### Seeking biomedical help is not restricted to formal public medical institutions {#s3-1-3}

Across both urban and rural communities, participants largely discussed health seeking in relation to persons affected by chronic disease-related complications. When severe complications occur, the health-seeking journey begins and people seek advice, companionship and counselling support from family and friends (see [figure 2](#F2){ref-type="fig"}). Based on this advice, a decision on where to go is made, which may involve public health institutions, providers or hospitals, churches and mosques or religious leaders, shrines, oracles and idols to seek health-related support and care.

![An example of cure seeking patterns for non-communicable diseases and factors affecting these cure seeking patterns in the rural setting. Black arrows for the men; blue arrows for links added/elaborated additionally by women and orange arrows added in by the research team for completeness (based on discussions of participants.](bmjgh-2019-002024f02){#F2}

Most commonly, people reported health-seeking practices which aimed at managing symptoms or preventing further symptom exacerbation (eg, in relation to leg ulcers). This meant seeking pharmacological care from informal drug peddlers in the local community. These providers were noted to dispense medicines and other pharmaceuticals within their routine practice despite not being recognised officially by the health system and thus practising out with formal laws. Herbalists, another type of informal traditional health provider, were recognised to fulfil a similar role.

Participants also noted seeking care from formal health providers. This avenue of health seeking was more frequently described by male participants; however, participants of both genders agreed that the formal health system was often accessed only as a last resort once other informal and traditional providers had been sought. When prompted to reflect on the quality of care received at the different points of call (as identified in [figure 2](#F2){ref-type="fig"}), participants agreed that formal health institutions, that is, clinics and hospitals, provided higher quality care than informal and traditional providers. Participants additionally noted that pharmacological treatments were not only restricted to persons or institutions recognised as health providers but also practised by those engaged in offering spiritual care (eg, herbalists; see [table 2](#T2){ref-type="table"}).

###### 

Example of spiritual and traditional providers active in Sierra Leone and their practices and functions

  Type of spiritual and traditional provider   Provider practice                                                                                                                                                                                                       Function
  -------------------------------------------- ----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- -----------------------------------------------------------------------------------------------------------------------------------
  Pepper doctor                                Offers medication for condition                                                                                                                                                                                         Principally offers biomedical treatment
  Herbalist                                    Offers diagnosis of the condition and herbal-based treatments (eg, lotions)                                                                                                                                             Limited biomedical element (eg, lotion) and distinguishable diagnostic and treatment step, traditional healer
  Moray man and/or alpha man                   Diagnosis includes religious elements of care, recitation of incantations (eg, alpha man uses Koran during practice) and additionally may offer non-conventional 'medicine' or potential referrals to other providers   Moderate biomedical element of care and distinguishable diagnosis, treatment and referral steps; spiritual and traditional healer
  Church or mosque                             Offer prayer and gives you blessed water and oil to rub                                                                                                                                                                 No biomedical elements, completely spiritual
  Yabai woman (soothsayer)                     Consults the person and determines who cast a spell on them, bewitches the spell-caster                                                                                                                                 No biomedical elements, completely spiritual

Spiritual action {#s3-2}
----------------

### While chronic conditions are recognised as primarily biomedical problems, spiritual components continue to be recognised and shape health seeking {#s3-2-1}

While the majority of participants attributed the emergence of chronic diseases to biomedical problems, including as influenced by societal change (see previous section), participants still noted that Sierra Leoneans hold entrenched beliefs which imply disease onset to be associated with spiritual causes such as evil spirits or witchcraft. Such views were more strongly articulated in rural settings but were present across urban communities (both informal settlement and local community dwellings) as well.

Across all groups, when probed in relation to health-seeking practices, participants noted seeking care from spiritual and/traditional sources such as spiritualists (locally known 'Moray man' and 'alpha man') immediately after identifying informal drug peddlers and herbalists as a first point of call. On further probing, a set of distinct providers offering increasingly spiritual-themed care emerged from participant accounts (see [figure 2](#F2){ref-type="fig"} and [table 2](#T2){ref-type="table"}).

Participants noted that during episodes of extreme suffering or disease exacerbation, those persons holding strong spiritual beliefs in their communities would turn to traditional providers which incorporate spiritual elements of care. For example, for a diabetic patient with a wound that does not heal or a patient who develops retinopathy, a spell being cast or witchcraft may be mentioned as the cause. To seek care for this, one may consult a 'Yabai' woman (see [table 2](#T2){ref-type="table"}), who could bewitch the spell caster, thus reversing the original spell and leading to alleviation of symptoms.

Overall, participants across all groups agreed that seeking care from traditional providers as those listed in [table 2](#T2){ref-type="table"} is unlikely to result in health status improvements and that as a result, they would eventually have to seek care from the formal health system as well. However, the health-seeking journey up to this point involves multiple consultations with informal health providers and traditional providers.

Cure seeking and medical inaction {#s3-3}
---------------------------------

### Community members' views on chronic disease strongly inform their fragmented help-seeking patterns and cure-seeking {#s3-3-1}

Most of the time, participants discussed chronic diseases in relation to management of symptoms or discrete serious events corresponding to severe complications (eg, stroke). There was limited discussion of problems being chronic and persons generally reported approaching health seeking and management of the disease according to the severity of the issue, hoping for quick alleviation of symptoms or a cure. When symptoms are minor, participants noted being able to manage the problem locally with drug peddlers, pharmacists or self-management (eg, some participants just 'drink some water and rest').

> ...we go to a particular tree or rock for prayers.
>
> ...some read the Quran or Bible at home or go to churches or mosques for prayers.
>
> ...some go to the rivers to seek help from the river devil - mamy water \[mermaid\]; water goddess.

In the case of a clear complication of the disease with major symptoms, persons reported seeking care from both formal health system and informal providers, such as herbalists, religious leaders, Moray men, alpha men, or elements of nature, such as rivers, trees and rocks. When probed to identify influences on health seeking, participants identified trust in providers, immediacy (ie, local availability, accessibility and affordability) and beliefs as major influences. Once identifying these factors in a causal loop diagram (see [figure 2](#F2){ref-type="fig"}) and on reflecting on issues of quality of care, participants looked at their models and they themselves said it looked chaotic. However, it was unclear whether any behaviour change would then occur.

### Self-management of conditions can be both active and/or result in medical inaction {#s3-3-2}

Some community members (those with higher levels of education) noted that behavioural change was possible once persons truly realised that their disease condition was chronic. For example, a teacher in a rural community we visited narrated how an initial diagnosis of hypertension and lifestyle counselling received from a formal health provider made him realise that it would be less costly and more effective to change his salt consumption than it would be to continue seeking care for episodes of fainting and injury at clinics.

However, some participants noted that despite not having a formal diagnosis, they were able to recognise having a chronic illness. In this case, it was perceived that a formal diagnosis would not change much but would add to their general level of worry and suffering. Largely, participants describing this situation were the elders in the community and also those most affected by severe chronic disease complications (stroke, glaucoma and amputation). They noted that they had lived through severe events in Sierra Leone's history and that they did not seek help from anyone and kept their problems to themselves.

Discussion {#s4}
==========

Our study into the community dynamics surrounding NCDs in Sierra Leone reveals that both urban and rural communities have a working knowledge of chronic conditions and symptoms but associate these mainly with severe complications. While urban communities were able to name more disease examples, both communities were able to identify genetic and lifestyle-related chronic disease risk factors as well as discuss these more widely in terms of social determinants, such as poverty, urbanisation and globalisation.

We document that both urban and rural communities have access to a complex network of formal, informal and traditional health providers, able to offer a wide and mixed range of biomedical and spiritual support, as well as diagnostic and treatment services for chronic diseases. Health seeking is shaped not only by availability of providers but also by the social network and capital of those affected by the disease, their trust in care providers, the immediacy of accessing them (availability, affordability and accessibility) and beliefs on disease causes and sociocultural factors. Perceptions on quality of care, as distilled via wider social networks or even from personal experience, add to the complexity of health seeking. Our study highlights that health seeking from formal health institutions is often the last resort and accessed largely once other options are exhausted. This finding is matched by our analysis of the health system, which faces severe limitations in terms of funding, medicines, equipment and training to be able to meet growing NCD needs.[@R16]

We attempted to present findings according to the de-Graft Aikins framework, which identifies four predominant health seeking (or so called 'healer shopping') practices: biomedical management, spiritual action, cure seeking and medical inaction (see [box 1](#B1){ref-type="boxed-text"}). Our findings were largely concordant with de-Graft Aikin's findings in Ghana, particularly in relation to passive care seeking; however, we note two areas of potential enhancement to the way the framework may be used.

First, given a broader focus on health seeking, participants of our workshops additionally discussed the influence of their social and community networks on health-seeking practices.

Across all groups, families were noted as a key point of call when first considering which provider to approach and, in the case of rural women in particular, friends and neighbours were also highlighted as helpful sources of information and advice. Participants, and in particular men, noted that their social network and potentially their local leaders further played a critical part in helping raise the necessary funds (or capital in the case of rural residents (eg, livestock)) to engage in health-seeking behaviours. The health-seeking preferences of those family, neighbourhood and local leadership networks were noted to influence which health-seeking pathway persons chose (eg, some rural leaders noted they were likelier to loan money for seeking care from health providers). Observers of workshop discussions noted that local pharmacists, drug peddlers and pepper doctors were described as not only the most easily accessible but also the most uncontroversial persons to be approached in health seeking. Understanding and expanding de Graft's framework to also consider how social networks and capital shape health-seeking practices is therefore of particular value when considering, for example, interventions that wish to shape the broader health-seeking landscape.

Second, we note that it is necessary to emphasise that several of the health-seeking practices de Graft identifies may overlap, specifically, for example, the concepts of biomedical and spiritual illness practices. On first reading of de-Graft Aikin's work, one may be tempted to view biomedical and spiritual practices as internally consistent behaviours; that is, those persons attributing chronic disease development to biomedical factors would be expected to seek care from biomedical providers. In contexts like Sierra Leone, and specifically in our workshops, we have noted that some persons did indeed offer internally consistent accounts. However, our findings also indicated that the majority of persons had a predominantly biomedical understanding of chronic conditions which coexisted with spiritual explanations of disease. Similarly, in this context, providers cannot be easily categorised into biomedical or spiritual (see [table 2](#T2){ref-type="table"}), and instead, a large number of providers offer hybrid spiritual--biomedical care. Acknowledging that health-seeking practices may therefore overlap, which has consequences for how NCDs are managed when multiple providers are consulted, is critical to securing health outcomes.

We identify two areas where the de-Graft Aikins framework could evolve in light of our findings. First, consideration of social networks and capital is critical to understanding health seeking and therefore should be added as a framework element. While health seeking has come under critique as a 'thin concept', proponents of more nuanced approaches suggest that issues of social capital and networks are instrumental in understanding how populations engage with health systems.[@R23] Second, we note the distinction between biomedical versus spiritual practice is not clear-cut, and as such, researchers should seek to explore this along a gradient (including in identifying the types of services and wider support offered by different types of providers), in conjunction with in-depth analysis as already proposed by de-Graft Aikins on disease explanations. In our case, very few practitioners clearly offered and practised only one type of service, while several other providers combined practices, and this suggests a more complex picture emerging in relation to NCDs in Sierra Leone. An important next step for research would be to use the analysis in this article to develop effective engagement strategies with different community actors and to test their effectiveness in addressing the urgent need for more effective prevention and management of common NCDs in rural and urban settings in Sierra Leone.

Study limitations {#s4-1}
-----------------

We note a number of limitations. First, while our sampling strategy was purposive and our sample was sufficiently large, we conducted only a small set of workshops and focused on those with an interest in NCDs, such as community leaders and affected household members, who may therefore not be representative of the entire community. We made every attempt to visit settings which were representative of typical locations in Sierra Leone (rural, urban--informal settlements and urban--local communities). However, note that our urban setting was the capital itself and is therefore likely to be atypical of other urban settings in the country. Second, where possible and a large number of participants from both genders were available, we separated participants into groups by gender; this was not always possible, so it was not directly possible in some cases to compare urban--rural workshop outputs by gender grouping. Third, while participants elaborated a first version, the causal loop model presented here, it was not possible to go back to the same communities for validation. However, field notes and observations were used to triangulate and, as necessary, complete models.

Conclusion {#s5}
==========

This article adds to the very limited literature on community understanding of NCDs and health-seeking behaviour in response to them in Africa. Using participatory group model-building methods in urban and rural settings in Sierra Leone, we highlight the multiple narratives of causal factors which community members can hold and how these and social networks influence their care seeking. Care seeking is influenced by a wide range of factors, including supply-side factors, such as proximity and cost and previous experiences of care, but also disease-specific factors, such as acute presentation, and personal and community beliefs about the appropriateness of different strategies. It is important to deepen our understanding of these factors, which power hybrid journeys, including non-care seeking, failure to prevent and self-manage effectively, and considerable expenditure for households, in order to improve prevention and management of NCDs in fragile and low-resource settings such as Sierra Leone.
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